‘SEEN BUT NOT HEARD’ – RAISING DISABILITY AWARENESS WITHIN OUR COMMUNITIES – BY PELIN AHMET.
This month we look at the ways in which we deal with the doctors and other health professionals involved in our child’s care and how stressful situations can sometimes be avoided.  As a parent of a disabled child, visiting the doctors and other health care professionals for various appointments becomes part of your everyday routine.  Some months are better than others.  In general, the doctors are there to help your child and should have their best interest at heart.  This includes minimising any undue stress and unnecessary interventions, with regards to invasive treatments.  This is usually the case and doctors are, for the most, very considerate and careful when carrying out any treatments or investigative procedures.  Obviously, I should also tell of scenarios, where things have not ‘run so smoothly’ for some of our visits.  For most parents, taking your child to the doctors can be a worrying or anxious event, whether your child is ‘neuro-typical’ (medics word to describe normal) or has disabilities.  As a parent, your natural behaviour is to protect your child and it seems, even more so when that child is described as vulnerable and unable to fend or even speak for themselves.  This description could quite easily be describing a ‘new born’ baby, but actually, I could also be describing a child similar to my daughter ‘Leyla’, whom is now five years old.  Leyla is unable to speak or properly express her feelings, whether it be fear, pain, anger,etc, therefore, it can be very difficult to gage her true thoughts.  One experience I vividly remember a couple of years ago, was when Leyla needed to be sedated in order to have an MRI scan.  She was already distressed on arrival, as hospitals seem to have this effect on her, possibly due to fear of strange environments.  The nurse was attempting to give her some sedatives, in the form of a liquid, through a syringe, as Leyla would not take liquid through a bottle.  Leyla did not like the taste of the medication, but the nurse insisted that it was necessary to try and force it down her throat, even though by this stage, Leyla was actually gagging and close to vomiting.  We had to stop the nurse administering the medication and tried to think of an alternative method.  The nurse seemed quite annoyed, that we were preventing her from carry out her duties effectively.  My point being that, because Leyla is unable to talk, we are always more aware of her being forced, or being made to feel unnecessarily uncomfortable.  Obviously children do not like any interventions, but if at any time we believe our child is in pain or extremely upset by any procedure, other options will be looked at, or the appointment can be deferred until better practices can be applied to our child.  This has also been the case with regards to blood testing with Leyla.  It has always been difficult from day one to extract blood from Leyla; therefore arrangements were made to take blood whilst Leyla was under general anaesthetic on several occasions.  There are many ways in which lateral thinking can be applied in all circumstances and situations throughout our lives.  In the case of caring for a child with disabilities, it should not be expected that we always have to ‘go along’ with everything that the doctor or health professional suggests.  We are aware that tests or interventions are carried out for the most, to improve a situation and even the quality of life.  But if that procedure means that a child is distressed and it is causing them some pain, then it is up to us, as parents to make the decisions at all times to minimise the stress and anxieties that our children need to go through.  
I would love to hear about any similar stories or experiences you may have had, you can contact me at pelinahmet@hotmail.co.uk.  Next month I will be discussing about the issue of financial support for the family.  

